





TOWARD A SUSTAINABLE ENTITLEMENT
FOR THE DEVELOPMENTAL SERVICES SYSTEM:

A REGIONAL CENTER PERSPECTIVE
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PURPOSE

Social and economic changes occurring since the passage of the Lanterman Act in 1969 have made
it increasingly difficult for the state to ensure funding that is adequate to implement the entitlement
defined in the Act. Given the repeated economic fluctuations in California over the last 20 years, it
would seem unrealistic to expect the state to guarantee to fully fund an entitlement that is so broadly
defined according to individual need and continually expanding due to innovations in services and
rising consumer and family expectations. It is critical, then, to carefully examine the factors
contributing to the tension between the entitlement and the state’s resources, and consider possible
changes to the Act that would clearly define an entitlement that is sustainable given the state’s
financial resources. That is what this paper is intended to do.

The first section of the paper provides a brief description of regional centers and the people they
serve. This is followed by a history of the Lanterman Act and the regional center system, and a
discussion of the evolution of the entitlement and how it is financed. (An expanded discussion of
the history of the system is available in the publication, The Ever Widening Circle of Inclusion,
available from Frank D. Lanterman Regional Center.) This section provides a context for the
subsequent discussion in Part III exploring the changes in the service system, target population, and
financing that have created a tension between an ever-expanding entitlement and increased
competition for finite financial resources in the state. The focus in the discussion is on services
purchased by regional centers for consumers and their families. It is these services that consume by
far the largest proportion of the regional center budget, and it is with regard to these services that
state budget shortfalls have been most keenly felt by consumers and families. The paper concludes
with a series of recommendations for changes that would enable the state to more reliably predict
the cost of the entitlement and enable regional centers to more effectively manage the funds they
receive while better ensuring equity in the distribution of those funds.

The term equity as used in this document means two things. The first relates to faimess across
regional centers. Consumers should be given access to the same level and types of services no
matter which regional center is coordinating their services. The second referent of the term equity is
fairness across consumers within a regional center. Consumers with similar needs receiving
services from the same regional center should receive similar levels and types of services regardless
of their or their family’s ability to advocate on their behalf.

It is important to emphasize that the people involved in the development of this paper strongly
support the vision of the Lanterman Act. Frank Lanterman, Jerome Waldie, their colleagues in the
Legislature, and a large number of committed parents and professionals embraced the ideals of
equality and justice for people with developmental disabilities. Because of their vision and
commitment, California created a community-based system of services and supports for people with
developmental disabilities that has become a model for the rest of the U.S. This system has



provided people with ever expanding opportunities to live independent, productive, and satisfying
lives as active members of their communities.

It is possible to support the concept of an entitlement and, at the same time, support the
establishment of standards defining how the entitlement should be managed, including reasonable
expectations regarding a family’s financial responsibility for their child with a developtental
disability. The goal of this paper is to contribute to a constructive dialogue that, it is hoped, will
result in changes to the system so the entitlement can be sustained for future generations of people
with developmental disabilities and their families. Given the near certainty that the current dismal
economic climate will continue for the next several years, it is critical at this time to consider all
reasonable alternatives and put forward a comprehensive set of recommendations that, taken
together, will provide for an entitlement program that is sustainable in the long term.

As the title indicates, this paper is written from a regional center perspective. Given their mandated
role of system coordinator among people with developmental disabilities and their families,
community service providers, generic agencies, and state and federal agencies, the regional centers
have a unique vantage point to view the developmental services system. Regional centers serve
children and adults across the lifespan with all qualifying conditions, from all ethnic and socio-
economic groups, and from vastly different geographic areas of the state. They identify, coordinate,
and monitor a broad range of services provided through networks of hundreds, and in some cases
thousands, of individuals and organizations. While certainly not the only valid perspective, the
views of the regional center should be given careful consideration during the development of policy
affecting the delivery of developmental services.






Part II: DEVELOPMENT OF REGIONAL CENTERS AND THE ENTITLEMENT

Note. Knowledge and understanding of the development of the regional center system, the
entitlement to services, and the funding of the system is critical to an understanding of the
discussion of issues and recommendations that follow. Readers who are familiar with regional
centers and the related issues may wish to review this section on the history only briefly.

Parents of children and adults with developmental disabilities, as well as professionals working in
the field, are intensely passionate about the “entitlement” defined in the Lanterman Act and they
value it highly. To understand why this is so, it is necessary to understand the history of the
Lanterman Act and the development of the regional center system. (A more detailed account of the
development of the regional center system can be found in the publication, The Ever Widening
Circle of Inclusion, available from Frank D. Lanterman Regional Center.)

Prior to the establishment of the regional center system that began with two pilot projects in 1966,
the only care provided by the state to children and adults with developmental disabilities and their
families was custodial care in large state institutions for people with mental retardation — if the
families were able to find an opening. At that time, approximately 13,000 people lived in such
institutions and another 3,000 were on the waiting list for placement

If they chose to care for a child with developmental disabilities in the community or if their child
was on the waiting list for a state hospital, families were essentially on their own. With the
exception of very limited post-hospital care in licensed homes in the community for people who
could not return to their family homes, there were no community services and few if any school
programs. In response to this situation, parents engaged in self-help, establishing voluntary
organizations to create day activities for children and adults and group homes as alternatives to the
state hospital.

Then, in 1965, the California Legislature passed landmark legislation (AB691 Waldie) to establish a
community-based alternative to institutional care for people with mental retardation (later expanded
to include other developmental disabilities). Regional centers were to be the mechanism through
which services in the community were coordinated. The act called for a shift in the state’s
responsibility for people with mental retardation from the point where they enter a state hospital to
the point where they are diagnosed. In urging passage of the bill, Governor Pat Brown stated that a
major goal in establishing the first two regional centers was, “...education and rehabilitation, not
merely protection and custody...If [people with mental retardation] can become more self-sufficient
and productive, some may become taxpayers and more active participants in our society. In any
event, they will require less expensive services from society than if they were totally dependent.”

In their first year of operation, the two pilot regional centers served 559 people who were on the
waiting list for state hospital placement. The first year’s budget was less than $1 million dollars, for
an average service cost of $1,728 per person. Based on a positive evaluation of the pilots, the
Legislature expanded the model statewide. The system eventually grew to 21 regional centers,
chartered in state law but operated as private non-profit corporations under contract with the state
(AB 225, the Lanterman Mental Retardation Services Act, later to become the Lanterman
Developmental Disabilities Services Act).



By 1975, the regional center system was serving 33,833 people with a budget of $47,980,527, for an
average cost of $1,418 per person. The population of state institutions had fallen by almost 22%, to
10,200. During these years, the program was funded almost entirely by state general funds and
each regional center was given an annual budget allocation. Sometimes, centers’ allocations were
insufficient to meet the service need, and the Department of Developmental Services (RDS) would
seek supplemental appropriations from the Legislature. For their part, centers found it necessary to
establish priorities for services and waiting lists for new clients or for services that wete not of an

urgent nature.

During the decade 1975-85, the eligibility for regional center services was expanded to categories of
developmental disabilities beyond mental retardation, and the requirement for an individualized
planning process (IPP) was added. The service model was generally one of structured programs that
served groups of people who fit predetermined criteria. Although community-based, these programs
were typically segregated. Services included group homes, sheltered workshops and day activity
centers, and transportation to these settings. Family support in the form of respite service was added

in 1977.

By 1985 the annual regional center budget had risen to $317,803,208 and the centers were serving
78,312 people at an average cost of $4,038 per person. The state hospital population had declined
over 30% from a decade earlier, to 7,100 people.

In the early 1980s, state budget deficits resulted in reduced funding for regional centers. Centers
were required by DDS to implement cost-saving strategies, such as establishing service priorities
and making categorical cuts in services, in order to keep their doors open and provide services for
the entire year. In response, the Association for Retarded Citizens (ARC) brought suit against DDS
and the regional centers, claiming that the Lanterman Act was an “entitlement to services” and that
these cost-saving strategies were illegal.

The California Supreme Court found for ARC in this case, ruling that the Lanterman Act “defines a
basic right and a corresponding basic obligation...[T]he right which it grants to the developmentally
disabled person is to be provided with services that enable him to live a more independent and
productive life in the community; the obligation which it imposes on the state is to provide such
services”. The Court further found that, “The rights of developmentally disabled persons and the
corresponding obligations of the state toward them under the Lanterman Act are implemented in the
Individual Program Plan (IPP).” It is the IPP, said the Court, that defines the entitlement for each
individual, and the services and supports listed in that document must be provided. At the same
time, however, the Court stated, “It is simply not the case that the Act fails to establish a maximum
of services to which the developmentally disabled person is entitled....[We] conclude that it grants
the developmentally disabled person the right to be provided at state expense with only such
services as are consistent with its purpose.” The purpose referenced by the Court is to provide
people with developmental disabilities the services that will enable them to lead more independent
and productive lives.

Equally important in the ARC decision were the Supreme Court’s conclusions that regional centers
may spend no more money than is appropriated by the Legislature. Furthermore, the Court



concluded that, “so long as funds remain, the right must be implemented in full; as soon as they are
exhausted, it can no longer be implemented, but may be financed through an additional
appropriation if the legislature so chooses.” Alternately, the Court said, the Legislature could resolve
the crisis by reducing the entitlement. This decision created the “great dilemma” for regional
centers that still exists today. The dilemma is how to provide all the services and supports
mandated by an individually and broadly defined entitlement to all eligible consumers throughout
the term of the contract and not exceed a set appropriation.

Another event occurring in 1985 would have a significant impact on regional centers’ funding and
operations. Before 1985, regional centers were almost entirely state-funded. That year, however,
the state was approved to participate in the federal Home and Community-Based- Waiver (HCBW)
program. The HCBW program grew over subsequent years to be worth hundreds of millions of
dollars annually to the state. At the same time, it brought to regional centers a large number of
regulation-based compliance requirements. It also required regional centers to vendor virtually all
service providers satisfying minimum requirements to ensure consumer and parent “choice”. This
requirement became a significant cost driver, making it increasingly difficult for regional centers to
manage the scope and amount of services purchased and to enforce standards for service quality.

Much of the HCBW funding generated by the regional centers was returned to the state’s general
fund rather than supplementing regional center budgets. Access to such supplementary funding
would have enabled regional centers to keep pace with community compensation and other costs for
both service providers and regional centers. Over the years, regional centers’ inability to do this has
had a deleterious affect on the quality of services provided to consumers and their families and, in
some cases, has resulted in service providers closing their doors.

The decade following 1985 was a time of significant social and economic change that resulted in
increasing tension between the entitlement and budget realities. Changes occurred in the economic
condition of the state and nation, in the service model for people with developmental disabilities,
and in an unprecedented expansion of how the entitlement was defined. This apparent broadening
of the entitlement resulted in a corresponding increase in the types and number of services regarded
as necessary and appropriate for people with developmental disabilities. This in turn led to
increased expectations on the part of consumers and their families regarding the definition of service
“need.”

In 1991, owing to a nationwide recession, California’s budget deficit exceeded $1.5 billion. The
state implemented a budget methodology called “unallocated reduction” that required regional
centers to prepare expenditure plans outlining how they would reduce their budgets but still meet all
mandates of the Act. This strategy relied on voluntary cooperation of consumers, families, and
service providers, with each regional center working with its own community to create a unique
expenditure plan in accordance with guidelines issued by DDS. DDS retained the authority to
disapprove all or part of a plan.

The following year the budget situation worsened and the state deficit grew to nearly $11 billion.
As a result, regional centers lost 23% of their funding. The state Legislature enacted SB 485 in an
attempt to ensure access to services within the limits imposed by the budget while maintaining the
entitlement to services. This bill stated in part, “In order to ensure that services to eligible





















4. The Lanterman Act provides an ambiguous definition of the entitlement and a broad
appeal provision that allows consumers and families to appeal virtually any decision made
by a regional center. These two factors contribute to an environment that encourages
JSamilies to appeal and administrative law judges to exercise broad discretion in
interpreting law and regulation in their fair hearing decisions — decisions that de facto
expand the definition of the entitlement. P

The Lanterman Act gives consumers and families broad appeal rights. For example, Section 4710.5
states: “Any applicant for or recipient of services, or [his/her] authorized representative, who is
dissatisfied with any decision or action of the service agency which he or she believes to be
illegal, discriminatory, or not in the applicant or recipient’s best interests shall...be afforded an
opportunity for a fair hearing.” [Emphasis added.] This provision gives wide berth to parents who
are unhappy with any aspect of their relationship with the regional center. Coupled with the
leadership role given to parents in determining what services are necessary for their child with
developmental disabilities, the provision allows for appeals to be filed with no initial determination
of merit and without regard for whether the denied service meets the tests of necessity and
appropriateness.

An extreme example of this was an adult client of a Southern California regional center who at one
time had more than 60 separate appeals pending in the Office of Administrative Hearings. One of
the appeals related to her request for the regional center to provide her with a paid attorney
advocate. She could not seek help from attorneys in the Office of Clients’ Rights Advocates or
Protection and Advocacy, Inc., since she had already disqualified all of them by filing complaints
against them with the California State Bar.

Combined with the unlimited right to appeal is a significant amount of ambiguity in the Lanterman
Act as to the definition of this broad-based, individually determined entitlement. Because of this
ambiguity, the entitlement is subject to wide ranging interpretation by administrative law judges
presiding over fair hearings. Judges use broad, sometimes overly broad, discretion in deciding

- appeals and issue decisions that in effect expand the definition. In some circumstances they abuse
this discretion and grant an appellant more than was requested or something that was not part of the
appeal in the first place.

It is clear that administrative law judges often incorrectly interpret the Act out of a desire to provide
relief to a family. Certainly, the lack of precision found in the Lanterman Act contributes greatly to
this by giving judges great leeway in interpretation. Some examples of decisions made by judges
from the OAH demonstrate how these two factors result in decisions that are inconsistent with the
letter and intent of the Lanterman Act.

Example 1 :
An ALJ ordered a regional center to pay a family $5,500 per month, and $37,000 retroactive

reimbursement, to care for their six-year-old son who had multiple physical disabilities and
developmental delays. This amount is what would have been required to maintain the child in an
Intermediate Care Facility and was characterized by the judge as reimbursement to the family for the
services of the father who elected to be the sole care provider for his son. There was no expectation
on the part of the judge that the family would use the funds to retain outside caregivers to relieve the









































